To doctors and nurses, a proposal for working partnerships with patients may sound like yet another attack. I was part of the group who produced a paper for the NHS Executive entitled Patient Partnership: Building a Collaborative Strategyl, and we tried hard to avoid this impression. One of the most important messages was that small adjustments in service delivery can have vast impact on the quality of life, emotional wellbeing and self-confidence of both patient and carer.
The theories behind partnerships with patients have been widely discussed and written about, but it is through firsthand anecdotal evidence that the benefits are best illustrated the National Eczema Society, with other longterm medical care groups, can offer many such stories. We know that people benefit in all sorts of ways from having control over their lives and over the impact of their illnesses. This evidence is built on the accumulated experience of patient support groups working for years with people and families affected by chronic long-term, fluctuating, incurable diseases such as eczema and arthritis. Although not scientific in the accepted sense I believe these views are validated by their consistency both across diseases and within a specific disease. Let me give some examples to explain why we advocate simple measures to enable people to take a lead in deciding how, where and when they receive their healthcare.
Until my son was nine years old he suffered with severe atopic eczema; at age two he had an outbreak of eczema herpeticum bad enough to require two and a half weeks in the Hospital for Sick Children, Great Ormond Street. He was also on the dietary trials and our family life revolved around this scratching, itchy child who never slept through the night (so neither did we), and who missed considerable schooling (which is now having major long-term consequences for his employment prospects). Our general practitioner (GP) was wonderful because he said to me: 'There is not much we can do, but whatever you think might help we will try. We will work as partners in managing this, and if you need me night or day here is my phone number'. I never used it, but sitting up night after night just knowing I could ring gave me the strength to carry on, even though I was exhausted and felt utterly overcome by the sheer drudgery and stress.
When Tom was on the trials my GP insisted we went to see him each month, so that he could keep up to date with progress. In fact he was just keeping an eye on me, because he recognized that, as the main carer, I needed support, and if I became ill and exhausted my family would be in serious trouble. If he had told me that at the time, my confidence would have been shattered; but in fact I was only just coping with the sleep-deprivation and exhaustion. His support and that of the health visitor and members of the National Eczema Society kept me going. Tom's eczema was mostly kept under control. We discussed all the treatments, and although (I now know) I did not get much help in using them properly either from the GP or from Great Ormond Street (I always put the bandages on too tightly), the fact that I was a party to decisions on which to use and how, and that I understood the function of each in keeping the skin well managed did mean that we used them properly as the mainstay of treatment. I was told they were palliative and not a cure and I knew there was little alternative. The Society has also given me many tips about the nonmedical aspects of care, and armed with this information we adapted our family life to make Tom as comfortable as possible, becoming adept at diversionary tactics when his itching bouts became unbearable.
Patient-centred training
Experiences of this sort are reported to us regularly by members, and we relay them in our publications so that the learning curve for new members is as short as possible.
We also recognize the difficulties a primary healthcare team faces in trying to provide the essential non-medical, as well as medical, advice vital for effective care. This is particularly true about the impact on family life when a child has eczema. So, 3 years ago the Society began to develop a patient-centred programme for the primary health care team.
The first courses were for nurses, and these are now being evaluated to see if they have achieved their objective to enhance the nurses' knowledge of eczema management so that they can improve their skills in supporting patients and their carers. A critical element of the courses is to have a patient and/or carer talking about the impact of eczema on their lives. Let me quote from one nurse's response:
The most important aspect was that, as a parent of a child with eczema, I have been told about eczema and shown some of the treatments available. In 9 years of dealing with my daughter's eczema we have never once been shown how to use cream or lotions and never been told the importance of rehydrating the skin and keeping it moisturized. Since this study day I have felt confident in the way I treat my daughter's eczema, and it certainly shows because since then we have had NO flare-ups. Maybe it's because of the regular moisturizer programme we keep to-who knows? I have also noticed that my daughter, since reading all of my leaflets, has become a very 40 Chief Executive, National Eczema Society and Skin Care Campaign, and Chairman, Long-Term Medical Conditions Alliance, National Eczema Society, 163 Eversholt Street, London NW1 1 BU, England happy confident little girl, no longer feeling she is the only one with 'funny looking skin'. The samples I was able to get were brilliant as we were able to try them all and then go down the doctors saying, 'we would like these please', knowing they will suit her and most important work! By suddenly gaining this new piece of knowledge on eczema and sharing it with friends and other mums at my daughter's school, who I also gave samples to, I seem to have broken the barrier on what was a very taboo subject. So I would just like to say thank you for making me more aware about eczema and its treatments as my house is no longer a battle zone. Improving people's ability to manage and live with their condition is, we believe, essential. Here is what a member wrote to us early in July:
I have developed eczema fairly recently, 18 months ago, and late in life. It was easily manageable for a long time until, a month ago, I ended up in hospital with severely infected skin. I was very ill. This situation had largely arisen as a result of my ignorance; my skin had been OK for months and I had not a clue that eczema could even become infected, let alone make me so ill. As a result of my ignorance I had left it far too long before I went for treatment.
I am better, and I have learnt my lesson. Joining the National Eczema Society was the first thing I did after coming out of hospital, and I find the membership pack very good indeed: it is informative, well written, not a bit patronizing, and positive. I have learned so much since I have the booklets, information sheets etc, and am now confident that I will be able to live with my condition better.
A few years ago at one of our roadshows I met a handsome middle-aged woman who told me her story. She had had severe atopic eczema since a child, but despite it had got her life together; she had a good job and was in a very supportive marriage. She had come to terms with her eczema because it was under her control. After trying every treatment and suffering many of the side-effects she had decided she wanted to continue on a high dosage oral treatment, because that controlled her eczema, rather than have active eczema which she believed undermined her ability to do her job and made intimacy in her marriage difficult. Her doctor was very concerned about this, but after full discussions about all the options and the longterm implications she had consciously chosen to live a 'good life' now even if it was shorter, rather than have a long life with an unacceptable condition. Her doctor supported her in her choice as did her husband and, as a team, they monitor and manage her treatments and condition a happy woman living life to the full despite having a chronic, fluctuating long-term, incurable, socially unacceptable condition.
Open access
The mention of open-access clinics usually brings the stock answer that hospitals and surgeries will be flooded by people with minor problems demanding treatment there and then. Our evidence demonstrates the opposite.
At our annual general meeting 2 years ago we had a debate on the impact of NHS organization on patient care. One member described the dramatic change in her life since moving home. At her first place of residence they had monthly visits with the hospital doctor; this involved her missing a day from work, and her son missing a day from school, often to queue for a considerable time, to have a few minutes' consultation whether they needed it or not. On moving, they went to see the new dermatologist who, after a detailed assessment, told them to ring when they needed treatment and they would be able to come to the eczema clinic which was held regularly once a week. A year later, they had visited once when the son's eczema had rapidly become infected after a sudden flare. Mum recognized the problem and he was quickly seen. He had treatment when he needed it, whereas with the first hospital they would have had to wait for the regular appointment or see the GP. The family felt happier because they were in control of their own lives, the mother was not losing money and/or holiday time at work and the son was able to concentrate on his exams. The hospital had been able to offer eleven consultations to other people who needed them. The consultant dermatologist who was present at the annual general meeting has since set up an open-access children's eczema clinic and with increased nursing support the first-year hospital admissions for children with eczema have been reduced to nil.
Flexibility is still important. Another of our members a retired lady with chronic long-term eczema had open access, but only for a year. She did not need to go to hospital during the first year, but a month later her eczema flared, quickly becoming badly infected. She rang the hospital, but as her time had run out she was asked to get a GP referral letter. By the time she was given an appointment she needed immediate admission and spent nearly 3 weeks in hospital an expensive way to pay for bureaucratic inflexibility, both for the hospital and for her.
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